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FOREWORD

The l.os Angeles County Supcrintendent of
Schools Office, Division of Spccial Fducation has
been privileged to sponsor and conduct a Title VI
Federal Project centitled “Counscling Parents of
Mentally Retarded Children and Youth,”™ during
the 1968-69 school ycar. A scrics of ten lectures were
presented to cach of six groups of parents of men-
tallv retarded children and vouth. Fach of the lec-
turcs covered a different arca concerned with mental
rctardation such as:

Medical and Health

The Community and the Retarded
Intellectual Abilities

Education

Parent, Child, Family Relationships

Psychiatric and Psychological Adjustments
of Parent and Child

Vocational Rehabilitation
Recreation
Comimunication

Legal and Social Security

The lecturers, all active and expert in their spe-
cialties presented information to the parent groups
and during the latter half of the period (45 minutes)

provided an opportunity for qucstions and answers.
Group counsclors (Psychologists) present at cach
mecting assurcd group continuity and encouraged
questions and discussion. At the samce time the
group counsclors noted the kinds of questions asked
by parents and recorded some of the answers given
by the lecturers. The overall purpose for the scerics
of lectures was to assist parents to incrcasc their
knowledge about mental retardation, and to improve
their understanding and acceptance of their retarded
child. FEvaluations conducted at the cnd of the
series showed an overwhelming and enthusiastic
parent response with over 959 of the groups attest-
ing to improved and increased understanding of
mental retardation, improvement of relations with
their child and a strong recommendation to continue
the series.

The present monograph has been written to help
parents, tcachers and school administrators as well
as the general public, to acquire a broader knowledge
and understanding of mental retardation and to
understand the kinds of questions of concern to par-
cnts of mentally retarded children and youth. The
positive gains resulting to parents attending such
mectings may scrve to encourage other school dis-
trict; and organizations to consider implementing
such a program.

*Proj. No. 10-000-0251 /942
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INTRODUCTION

The chapters that follow are not arranged in
any priority sequence. The material contained with-
in the chapters is intended to provide the reader
with information concerning the various aspects of
mental retardation and with » ~presentative samp-
ling of questions of concen rents of retarded
children and youth.

The editors found it difficult to prevent over-
lapping of some of the content within each chapter.
For example, questions of a psychological and edu-
cational nature were asked of many of the lecturers
regardless of their specialty. Their responses were
accordingly noted and appear in a number of the
chapters. Perhaps presenting other points of view
even if different is a stimulating experience.

Each of the three group counselors took notes

on the lectures, the questions asked by parents and
answers given by the lecturers. The project director
and counselors arranged the material to form the
body or structure of the present publication. Though
it was primarily intended to reach parents, the infor-
mation presented will be of value to teachers of
the trainable mentally retarded, to school adminis-
trators, psychologists, counselors, and welfare agen-
cies working with the retarded, and to colleges and
universities as a supplementary reference for courses
in mental retardation.

Rewriting and editing of the chapters and ar-
ranging the publication in completed form was donc

by Doctors David H. Fils and Arthur A. Attwell.

The editors will be happy to receive comments
and reactions by the reader to the material presented.




Chapter 1
HEALTH AND MEDICAL INFORMATION

Mecntal retardation is a term which is becoming
increasingly more familiar to us, yet onc which can
be casily misunderstood. Some confuse it with men-
tal illness; others, as a discase in itself. Actually,
it can be looked upon as a sympton resulting from
a diseasc, an injury, an obscure failure of devclop-
ment, or even from a prolonged and inadequatc op-
portunity to learn. (As fever is a symptom of an in-
fection or some bodily imbalance, so mental retarda-
tion may be a symptom resulting from birth injury,
infection, inadequate stimulation in infancy and
childhood, biochemical disorders in the body, or
chromosome imbalance.) It may well be more help-
ful to focus less attention on the symptom, and
more attention on the condition, itself.

Though most forms of retardation are of a last-
ing nature, a few preventable forms do exist and
respond to medical 1neasures, providing treatmicnt
is begun early in infancy. For this -eason, a thorough
medical cvaluation provided by a physician experi-
enced in mental retardation is of utmost importance.

A careful medical history, physical examination,
and certain laboratory evaluations are essential. Lab-
oratory procedures vary a great deal from clinic to
clinic. In many cases, a routine blood count, urin-
alysis, urine for phenyketonuria (PKU), electroen-
cephalogram (EEG) or brain wave tests, and skull
X-rays are performed. In addition to these tests, it
is good practice to perform a tuberculin skin test,
urine amino acid study, and an X-ray of the wrist
for determination of skeletal (bone) age. Additional
specialized tests may be made by the physician when
the nature of the child’s condition warrants it.

Signs in a new-born infant which may lead a
doctor to suspect mental retardation are convulsions,
lethargy, spasticity, very poor feeding ability, and
poor muscle tone. Other evidence suggesting cere-
bral damage are hyperactive aimless movements,
lack of alertness, and poor sucking ability. The re-
tarded infant is frequently referred to as a “very
good baby,” because he seldom fusses and sleeps a
great deal. Where parents are concerned about
reactions and growth of their baby, it may be well
to record their observations over a period of time
and inform their physician.

Medical treatment shouid be administered just
as for normal children. Certain drugs may have a
desirable effect both in calming the hyperactive,
and increasing alertness in the very slow moving
mentally retarded child.

Nutrition for the mental retardate is important.
Dental care and the use of fluoride fortified water
is reccommended to decrease the need for dental re-
pair. In selected cases, physiotherapy and massage
may be of value, when recommended by a physician.

As many parents have concerns that their child
may not be getting enough of a certain food, as well
as concerns of teaching the youngster adequate self-
feeding habits, a discussion of these points will
follow.

Fluids such as water, juices, and milk are im-
portant. For small infants, the rule is 2V4 oz. for
each pound of weight of the infant and for older
children and adults, 6 to 8 glasses a day. More is
needed on warm days, or during a feverish state.

Calories are a unit of measured energy. Supply-
ing energy is the next important requirement of the
body, in addition to air and water. We can esti-
mate how many calories a child needs in this way(').
1,000 calories at age one and an additional 100
calories for each additional year. This rule needs to
be adjusted if a child is more active than usual, or
if he is not able to be as active as usual. To judge
if a child is getting adequate calories, we should take
into account child’s height and rate of growth(®).
A child’s appetite is a more accurate guage of his
body’s needs than is an adults. Unless the youngster
is ill, or unable to communicate his needs, appetite
can be interpreted as a need for foods.

Protein is the substance our bodies use for growth
and replacement of tissues. Such foods as milk,
meat, poultry, fish, cheese, eggs, peanut butter, and
dried peas arnd beans are rich in proteins. Finally,
vitamins and minerals are important substances as
body regulators for they improve the body’s use
of all foods and maintain certain vital functions.
Your physician can advise if your child needs
vitamins.

Some retarded children have difficulty in chew-
ing and swallowing. The texture of foods can be
modified by chopping or pureeing foods. It is im-
portant to offer more advanced forms of foods be-
cause development may be retarded, but gradually
foods of a more coarse form can be eaten. If text-
ured foods are delayed for a long time, the child be-
comes resistant to any foods except liquids and
pureed foods. Children may tire more quickly from

1. Appendix E, A%e Makes a Difference in Calorie Needs
Dairy Councxl of California.
2. ApFen ix F, A Guide to Good Eating. Dairy Council of

ifornia, 1968 Supplied free on request.




“the process of eating, so food can be offered more
often, or in more concentrated form. All foods
should supply more food value than merely calories.

A prolonged imbalance of food intake can create
a deficiency and the child may be undernourished.
Excess fats and candies, or even too much of the
basic foods can result in overweight, putting a bur-
den on the body, expecially if there is a physical
limitation in movement.

Children may reject solid foods at first, but may
accept them more readily when hungry. Solids
should be offered just at the lips so the child removes
food with his lips and tongue. Self feeding and
drinking from a cup or any step toward these goals
will mean a feeling of accomplishment for the parent
and child. Chewing improves coordination of facial
muscles, speech development, and hand to mouth
motions of the arm. Sociability at meals is import-
ant. Whenever possible, feed the child or allow him
to eat while others are eating. The example of other
children eating will reinforce the self feeding instruc-
tion. It also gives the child a sense of belonging,
and accomplishment when he is able to eat at the
table with others.

The child can sometimes accept new foods by
observing the pleasure others in the family experience
while eating. A survey of methods of intreducing
new foods to children showed that school lunch pro-
grams were most influential in introducing new
dishes to pupils. Another desirable method has been
through nutrition education programs in the schools.
These classes can be conducted as a group experi-
ence, perhaps including the shopping, preparation,
serving, as well as eating the food. Children are
more apt to try those foods when they have played
a large part in their preparation. Examples have been
given of a child, who though apparently unable to
chew, watched her parents enjoy a solid food which
might be called difficult to eat (pepperoni). As she
reached out her hand for some, the parents were
surprised to find that the child chewed and swallow-
ed the food, apparently because of their own parents
pleasure in eating the food. Some typical questions
in this area inciude the following:

I. Q. Can disorders of chemical balances in the
body be cured?

A. Yes. There are several conditions in which
the body is unable to break down certain foods be-
cause of so-called enzyme imbalances. Phenylekton-
uria (PKU) is a hereditary condition which limits
the child’s ability to use up, or metabolize certain
amino acids (phenylalanine), causing a toxic sub-
stance to circulate through the blood, and to damage

certain brain cells, thus affecting the child’s mental
growth. If identified at birth and placed on a special
diet (phenylac), the child can develop normally.

Another condition, galactosemia, the inability of
the infant to metabolize or use up galactose (in both
cow’s milk and mother’s milk), can result in mental
retardation if the child is not placed on a galactose-
free diet. Sucrose or dextrose may be substituted.
The above two conditions are diagnosable soon after
birth. In California, all newborn must be tested for
such heritable conditions.

II. Q. What is the percentage risk of having a

child with Down’s Syndrome? (Mongolism).

A. According to recent studies, the following
data are provided:

Age of mother at time Chances of having a child

of delivery. with Down’s Syndrome.

15-19 years 1 in 1800
20-24 years 1 in 1600
25-29 years 1 in 880
30-34 years 1 in 500
35-39 years 1 in 200
40 and over l1in 50

Ideally, it would be well if all children with Downs
Syndrome could have a chromosome analysis. This
is not practical at present, because of the expense
and the relatively few centers available for such an
analysis. The fees vary from $50 to $200. In some
cases, specizl studies may be obtained at no cost
when part of a research study. The time for a com-
plete analysis may vary from one week to several
months, depending on the extensiveness of the test-
ing and the waiting list.

III. Q. What causes Downs Syndrome (Mongol-
ism)?

A. The cause has been linked to an extra chro-
mosome in the so-called G group. This extra (47th)
chromosome usually occurs at the time of fertiliza-
tion. At this time, the exact mechanics involved
in causing this extra chromosome are not known.
It is known, however, that approximately 95% of
all cases of Downs Syndrome seem to be caused by
non-hereditary factors. To date, 14 varying chromo-
somal types have been identified in children with this
disorder. If the mother is under 25 years of age,
a chromosome count would be warranted, as younger
mothers of children with Downs Syndrome have a
greater tendency to be a “balanced translocation”
carrier. If the mother is over 40, there is a greater
likelihood that the cause, rather than a translocation
problem is related to her age and the so-called ex-
hausted fertility. The majority of births of children




with Downs Syndrome are to mothers in the more
mature age group. Additional rescarch data on com-
paring the development of normal with Downs Syn-
drome children appear in Appendix C.

IV. Q. Where can one go for further information
on mental retardation regarding diagnosis,
treatment, training, counseling, etc?

A. First, check with your family doctor. If he
is unable to provide you with such information, it
is advisable to contact one of the Regional Centers
for the Mcntally Retarded. Such centers are located
in the Children’s Hospital in Los Angeles, San Diego
Children’s Hospital, also through the Retarded Chil-
dren’s Associations in San Francisco, Fresno, Sacra-
mento, and other larger cities. Additional centers
are available in the Los Angeles area. These include
the Kennedy Child Study Center, USC Medical
Center, White Memorial Hospital, Exceptional Chil-
drens’ Foundation, and the Van Nuys Health Cen-
ter. The UCLA Neuro Psychiatric Institute also
provides diagnosis, prescriptive, and training services.
A telephone call and appointment at one of these
centers will bring the parents fairly complete services
for the child and his family, and thus prevent the
tendency on the part of the parents to go on pro-
longed diagnostic and therapeutic “shopping tours.”

V. Q. Is sterilization of retarded chiidren recom-
mended? |

A. Mandatory sterilization is not generally ad-
visable since most cases of retardation are not heredi-
tary. In fact, there are many cases cited in the
literature in which retarded mothers have given
birth to normal children. A thorough examination
of the child and his family history, plus medical and
parent conferences should precede any intent to
have the child sterilized. Colorado and Maryland
are the only two states at present having legalized
abortion laws for defective embryo.

VI. Q. Can petit mal epilepsy affect a child’s IQ
score?

A. Most doctors believe not necessarily so. In
many cases a patient may have an inherited tendency
that makes it easier to develop seizures but this is
only a tendency and there are persons who do not
have epilepsy who have inherited such traits. Epi-
lepsy generally does not get worse with age. Some-
times the seizures may lessen in frequency and
intensity as the person grows older.

About one percent of our population have some
form of epilepsy. More than 807 of the cases can
be at least fully or partially controlled with medica-
tion prescribed by a physician.

e T Y

VIII. Q. Doctors sometime mention the word
EEG in a physical examination. What
does this mean?

A. An EEG is a brain wave test, called elec-
troencephalogram by doctors. It is a machine that
records the electrical waves that pass through one’s
brain to determine if there is any damage such as
cpilepsy, tumors or other growths. It is a harmless
and non painful procedure that helps the doctor in
making a diagnosis, and prescribing correctly when-
ever possible.

IX. Q. What is the XYY Syndrome?

A. Normally, the father carries an X and a
Y chromosome, believed to determine the sex of the
offspring. In the cell division at fertilization, one
of these chromosomes is united with that of the
mother, who produces only the X chromosome. The
Y chromoscme, being dominant, produces a boy.
If the father's X chromosome is fertilized, the fa-
ther’s and mother’s combined X-X chromosomes
produce a girl. The XYY Syndrome refers to the
addition of an extra male chromosome, which some
researchers suggest causes greater male aggressive-
ness. Research is still going on in this area, and the
findings are only suggestive. The relationship of this
condition to mental retardation does not seem clear
at this time.
X. Q. What can be done to prevent mental re-

~ tardation?

A. Some things can be done to prevent or les-
sen the incidence of mental retardation in our popu-
lation.

For the Mother
1. Adequate pre natal care
a) Regular medical checkups
b) Balanced diet
c) Avoidance of infections, injuries, diseases
especially during first three months of
pregnancy
d) Avoidance of excessive smoking and heavy
physical activity
e) Medication only on physicians advice
f) Medical laboratory exams as indicated,
eg (blood compatibility).
For the Child
1. Testing at birth for heritable diseases and
applying corrective measures
Proper and adequate diet
Required immunizations
Adequate stimulation
Immediate care and treatment of child-
hood diseases, physical-head injuries
Love, attention, affection

MW
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Chapter 2

ASSESSMENT OF THE CHILD’S
INTELLECTURAL ABILITY

In order to be enrolled in classes for the Train-
able Mentally Rctarded in California, a pupil must
meet the following seven criteria: 1) Be able to hear
spoken connected language, 2) Be ambulatory to the
extent that no undue risk to himself or a hazard to
others is involved in his daily work and play activi-
ties, 3) Be trained in toilet habits so that he has
control over his body functions to the extent that it
is feasible to keep him in school, 4) Be able to com-
municate to the extent that he is able to make his
wants known and to understand and follow simple
directions, 5) Be developed to the extent that his
social behavor does not endanger himself and the
physical well-being of other members of the group,
6) Be emotionally stable to the extent that group
stimulation will not intensify his problem unduly,
7) Be ineligible for admission to special classes fc-
the educable (mildly) retarded.

Interestingly, the 1Q score, as such, is not men-
tioned in the California State Education Code,
though a school psychologist must have administered
intelligence tests to a youngster, and must state that
the child is mentally retarded and that he cannot
profit from classes for the educable retarded.
Though the IQ score, itself, is not a sole criterion,
‘the test scores of these youngsters (trainable) general-
ly fall somewhere between 25 and 55. The general
level of the child’s functioning at home, neighbor-
hood etc. is additionally considered. The school is
constantly on the alert for behavoral or intellectual
changes which might affect the child’s optimal place-
ment. Recommendations for placement changes are
based in part on the assessment of his level of intel-
lectual functioning and teachers’ recommendations.
Following are some commonly asked questions in
this area:

I. Q. What is intelligence?

A. Generally, intelligence is considered as the
ability to do things — to perform at appropriate age
levels. More specifically, intelligence is considered
as behavior in many domains, or areas. There are
perhaps any number of actual separate areas of
functioning (intelligence); in fact, Professor J. P.
Guilford has already identified more than 100 pos-
sible areas. For general purposes, however, we can
consider intelligence as including four large areas of
behavior:

(1) Cognitive Competence. This involves the
primary intellectual abilities considered necessary
for academic progress. Areas of ability such as lai-
guage, number concepts, reasoning, immediate and
delayed memory, and recall would fall into this
category.

(2) Social Competence. Follow-up studies of
mental retardates has indicated that this particular
area of intelligence is more important to the suc-
cessful adjustment of the individual than the cogni-
tive area. Social competence refers to the degrec
to which one can adjust to others — to their peers
and to adults within their society. This area is con-
cerned, for example, with how well the youngster
(or young adult) gets along with his boss, with the
workers, whether he is able to be on time, to finish
a task, to accept suggestions, to make a change in
tasks or schedule, and so on. Intellectual factors
may complicate the problems of the retarded but
personality factors determine his fate!

(3) Emotional Competence. This involves the
degree of total personality balance; that is, the con-
trol of one’s feelings, anger, hate, love, his frustra-
tion tolerance, etc. Both the retarded as well as
the normal child or adult make frequent use of de-
fense mechanisms (to maintain feelings of self worth)
but perhaps the individual with a lower level of
emotional stability will rely more on suchi mecha-
nisms. as lying, anger, avoidance, blaming others,
fantasy, etc.

(4) Perceptual - Motor Abilities. This category
indicates the degree to which an individual can
function developmentally, or how well “wired” he
is. It involves his ability in hand-eye coordination,
eye-foot coordination, distance perception, figure-
ground relationships or space relationships and pa-
per-pencil tasks. Difficulties in performance in
these areas arise some times from brain damage or
neurological handicaps. Many schools now have
specialized educational methods to overcome some
of the above difficul*es of children.

II. Q. Is one area of intelligence more important
than others?

A. Perhaps the area of social competence has
. more implications for success in adult life, as was
discussed in the previous question. However, at-
tempts to develop one area independently from the
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others have not been found profitable. A recent
emphasis, for example, has been to focus on per-
ceptual motor development as being of major im-
portance, and have involved the creeping-crawling
movement excrcises as a means of stimulating total
growth in the retarded child. A recent report, pub-
lished by the National Mcntal Ilealth Institutce of
Washington, D.C.,, and appearing in the Nov., 1967,
issue of the American Medical Association Journal
reports no evidence to prove the uscfulness of the
perceptual motor heirarchy mcthod, as advanced by
the Dolman-Delacato School. There may be risks to
parents who may become over emotionally involved
or feel some guilt if thcy do not at least try this
method, regardless of cost. Ilerc again a parent may
wish to obtain counsel from a child guidance clinic,
a children’s hospital or their family physician regard-
ing the various therapics available.

III. Q. How do we account, then, for the nu-
merous cases in which a child did show
improvement wiien giveu patterned exer-
cises?

A. There is always a possibility that this typc
of improvement might have resulted from physio-
therapy or occupational thcrapy, or even natural
growth. We would have to know more about the
growth patterns of the given individual and how thc
therapy methods were used. There is also the parent
with a “self-fulfillment prophesy” type of attitude,
in which one who so eagerly and sincerely desircs
to see improvement in her child tends to “sec” it,
and to overestimate the improvement.

IV. Q. Just what does the term “psychological
testing” imply?

A. There are many forms of psychological
tests, dating back to the turn of the century when
Simon: and Binet first developed a test of ability for
children in France. When we speak of psychological
tests for our retarded children, however, we gen-
erally have reference to intelligence testing. Of these
tests, which are routinely given to the children in
special classes, the Stanford Binet and the Wechsler
Intelligence Scale for Children are probably the most
frequently and widely used. These tests which us-
ually take from 30 to 50 minutes to administer by a
psychometrist or psychologist, give a general level
of mental functioning of the child. There are sev-
eral other types of intelligence tests which might be

used, depending on the naturc of the child’s handi-
cap, and his level of visual, verbal or motor ability.

Since a test battery is routincly given about every
two to three ycars (arid morc frequently, if indi-
cated), the tests give the examiner an indication of
the ratc of the child’s intellectual growth, and clues
as to his various strengths or weaknesses. This can
help in identifying the arcas in which the child can
be best expected to learn, and the means by which
the child’s weaknesses can be improved. The tests
may serve as onc basis for establishing an “individu-
alized curriculum™ at school. The school psychoio-
gist works with the child’s tcacher in cffective
programming of the child’s activitics. T'here arc also
various projcctive (personality) tests, which arc less
commonly used with the rctarded child, but which
may hclp to pinpoint the areas of difficulty in the
child with ¢cmotional problems. The rcal test of a
classification system should be based on how well
it scrves the persor being classified. If it mercly
laLels him or prevents him from recciving scrvices
it is a questionable scheme.

The test rcsults do present a sample profile of
the child’s abilitics and provides the examiner with
data suggesting the various streugths and weaknesses.
The examiner can then present and interpret thesce
to the child’s teachcr and parent. Testing is morc
uscful when it is prescriptive, rather than for pur-
poses of classification. This means the tcacher lcarns
of the child’s specific abilities and plans a program
around these abilitics.

Test makers continuc to study and experiment
with newer methods, techniques and instruments
designed to better measure a child’s abilities.

V. Q. Should the parent be informed of the results
of the tests?

A. The school psychiologist or principal is usu-
ally happy to intcrpret the test results to the parent.
The parent has every right to request and receive
any information regarding his child’s profile of in-
tellectual strengths and weaknesscs, just as the
teacher has an obligation to use this information in
planning for the child’s training activities. There
is grave danger of misinterpretation, however, when
IQ scores are frecly distributed without proper ex-
planation. (1) The various tests mcasure separatc
aspects of ability; verbal, auditory, or visual discrim-
ination, motor performance, ctc.; therefore, a de-
scripiton of what might seem to be a total pattern
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of abilitics by a single 1Q score on a given test, would affect his performance at a given time. (3) An “IQ”
be most inadequate in trying to learn about the  test is really only a sampling of a child’s behavior
child’s specific assets. (2) Children, themselves, during a period of less than an hour. One cannot
change. Medical, miaturational, emotional, or en- and should not predict the child’s total future be-
vironmental factors affect a child, and may thus  havior on any one particular score.




Chapter 3
PARENT-CHILD-FAMILY RELATIONSHIPS

The individual human being develops as a total
personality as a result of the rclationships he has had
with those in his immediaic environment and as a
result of the way in which he perecives and interprets
these relationships. It is in the home setting that
many problems may devclop; however, this is also
the sctting in which most problems can be resolved
or prevented.

A chain of events occurs by which all of the
members of the retarded child’s family are influenced
in varying degrees by his presence. The manner in
which the family responds to the child at the very
onsct of his birth, or their discovery of his condi-
tion, becomes significant to the child as he begins
to relatc with and sce himself within the family con-
stellation. If he is loved, cared for. and accepted,
he secs himsclf in one way. On the other hand,
should he be rejected, left to himsclf, indulged in,
or overly protected, he will begin to develop a dif-
ferent concept or feeling about himself.

Experience has shown that retarded children have
difficulty in developing sclf-help skills; dressing
grooming, feeding, toilet training, etc. Parcnts of
young children will do well to make experiences
which nundoubtedly involve a degree of frustration
to both parents and child, as pleasant and positive
as possible.

Because of the kinds of things we value in our
culture, we tend to place more emphasis on success
and to shy away from failure. As a result, we have
been, perhaps subconsciously more proud of our
gifted and defensive about our dull and retarded.
As families continue to gain information and under-
standing about mental retardation, however, the
need for this defensive behavior gradually lessens.
We now realize, for example, that the retarded child
is far more like the rormal child than unlike him.
Very often the difference is quantitative rather than
qualitative. The feelings, moods, desires, etc., of
the retarded are similar to those of the normal child.
The difference is in the mental age or level of ma-
turing; thus, the same “rules” about child-rearing
and effective sibling relationships apply, whether
there is a retarded child in the family or not.

Often, however, parents find it more difficult
to accept a delay in the growth and development of
their retarded child than in their normal child. The
parents more readily understands and accepts normal
developmental characteristics in his child at the
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usual age than in his rctarded child at a later, de-
layed age.

Generally, it 1s more common for parents to
over-cstimate than to under-cstimate their child’s
abilitics. Parcnts cagerly watch for signs of progress
in their young retarded child, and may attach morc
significance to acts of learning than is appropriatc.
Therc is a tendency, for example, to be overim-
pressed with things thie child has retained, and to
statc that the child has a “memory like an elephant.”
One of the important adjustments a family must
make to its retarded child is to recognize and accept
that the child’s social, cmotional and often physical
growth may bc more gradual and uncven than in
his normal brothers and sisters.

Related to the parents natural desire to sce their
child progress is the tendency to do things for the
child that he should learn to do for himself, in the
hope that this will help him to learn to do the task.
An important need of the youngsters is the develop-
ment of feelings of independence. Once the infant’s
need for security has been provided for through the
parents’ care and affection, he must soon learn that
mother and father will not do everything for him.
When a child is rcady to cat by himself, for example,
he should not be fed. When he is ready to assume
responsibility for performing tasks, he should per-
form them. To withhold these experiences from a
child will thwart his normal growth, and will per-
petuate his feelings of inadequacy and dependence.
Actually, the weaning away process, towards inde-
pendent behavior starts at birth and increases for
the remainder of his life. Following are some of the
questions most commonly asked regarding family
relationships:

I. Q. Will my child’s emotional growth be affect-
ed if the home atmosphere is not a good one?

A. It is not reasonable to assume that merely
because a chiid is retarded, his emotional develop-
ment will not be affected by his home situation. In
this respect, he is not unlike his normal brothers
and sisters. A warm, accepting home is gencrally
the best security for the normal total development
of a child of any level. Like normal children, the re-
tarded can withstand normal parental or family dif-
ferences; therefore the natural resilience of the child
will usually overcome most day-to-day crises which
may occur. Chronic, ongoing, unresolved crises may
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be too overwhelming, for the child and professional
help may be indicated.

II. Q. Can emotional problems affect the child’s
health or school work?

A. Yes. Prolonged unresolved family tensions
can result in physical and cmotional problems in the
young rctardate, as well as with all other members
of the family. The rctarded child is not shiclded
from such problems because of retardation, any more
than arc his parents or siblings. Upsct stomachs,
fainting spclls, speech difficulties, high blood pres-
sure, skin rash, etc., arc but a few of the common
symptoms, even though a medical examination may
show no organic causcs.

School work is directly affected by emotional
problems, in fact, inadequate social and cmotional
development has been found to be the greatest single
cause of failurc to succeed in school as well as in
a sheltered workshop.

II. Q. My child will not iet me leave him with-
out crying. What will happen when he
goes to school next fall?

A. Children below the age of three and four
years need a close contact with a parent, preferably
the mother. There is a closeness which takes place
within a home, and which provides a basis for fu-
ture stable development. This is especially import-
ant from early infancy to age two and one half or
three. By the age of three to four, however, the
parent must gradually prepare the child for eventual
separation by being gone for brief periods, perhaps
two or three mornings a week. The sudden “shock”
of separation can be avoided by the use of the grad-
ual weaning away method suggested above. The
shock to the child, however, is generally far less
than the parent believes and is sometimes exagger-
ated by the child to reassure and continue parent
protection. The occasional “trauma,” or “separation
anxiety” is found when some parents of non-retarded
children first take their children to kindergarten.

IV. Q. Should the retarded child be punished?

A. The fact that parents ask this question sug-
gests that they may have some misgivings about
punishing a retarded child. Generally, whether the
parent might be called “strict” or “lax” is not as
important as the relationship with the child. If par-
ents punish their children, the method should be
consistent with all their children. The question of
the type of discipline, however, should be given
consideration. Punishment should not mean abuse.
Discipline should not be to hurt, but to teach. Pun-
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ishment is merely a means through which we teach
and hope to change the child’s behavior for the bet-
ter. A parent too frequently becomes emotionally
involved in administcring the punishment, some-
times providing a “floor show” for the child, and
perhaps for the entirc family. Sometimes the child’s
tantrum or destructive behavior provides a defense
for the parents’ own feclings about the child and
thus providc an object on which the parent could
project her feclings of anger.

If the stress is on the positive behavior and proper
rcinforcement used for the desired behavior, rather
than on the punishment for the negative behavior,
the desired result is far more easily obtained. The
parent who administers punishment for misbcha-
vior might ask himself, “has this rcally worked so
far, or is the child still pcrforming the acts for which
he was punished?” Generally, the spanking or lec-
turing parent is merely putting out bonfircs, rather
than establishing a basis for leaming and improved
behavior in the child.

The child who frequently uses inappropriatc be-
havior is usually cvidencing a need for cxpression.
The goal of the parent should be to direct the be-
havior into desirable, appropriate channels. In this
respect, operant conditioning (rewarding, or rein-
forcing desired behavior when it occurs; not rein-
forcing or ignoring poor behavior) has been found
most profitable. Too often the child sees pun-
ishment as a reinforcement of his behavior. Even
a spanking can become a means of a child manipu-
lating a parent, rather than a deterrent of behavior.

VL. Q. When I leave my child with his grand-
parents, his behavior becomes worse. How
can I keep them from spoiling him when
he is there?

A. Occasional overprotecting or “spoiling” by
grandparents of the retarded can be mercly an ex-
posure to another form of behavior. This does not
damage the child; rather, it broadens him. The
issue is not in the act, it is in the child’s reaction.
He quickly leams that he must resume his former
behavior when he returns home.

Children often resort to special means to attract
attention and obtain favors from relatives, especially
grandparents, who may find it easier, even reward-
ing, to accommodate the youngster. For prolonged
or frequent visits, the parent may wish to remind
the relatives of the type of behavior usually expected
of the youngster at home.




VII. Q. My normal teen-ager feels embarrassed

about bringing her school friends home
because of our retarded child. What
should I do?

A. Teen-age embarrassment regarding siblings
is not limited to retardation, but is a normal devel-
opmental attitude. When the teenager invites
friends to her house, the normal brothers and sisters
should be expected to leave their older sister and
her friends alone. Why, then, should not the re-
tarded sibling have to do the same thing? Adoles-
cents enjoy and need privacy when they entertain
visitors.

There are occasions, however, in which the prob-
lem goes deeper, and a change of attitude is needed.
Perhaps there is a lack of understanding on the part
of the normal teenager, who may need to simply be
told that each of us has some sort of defect, and
that some of us merely have them to a greater de-
gree than others. Parents have often indulged the
retardate to the extent that he feels he should invade
every social situation. Also, some parents might not
have shared the family responsibility of the care of
the young retardate with the teenager. Often, the
teenager who has for years shared in this responsi-
bility has a far different attitude than the one who

has watched her parents do all the caring for the
retardate. The tcenager’s attitude and level of un-
derstanding are easily influenced by the parents’
treatment of the young retardate.

VIII. Q. Should we take our retarded youngster
with us when we go to a restaurant,
theatre, etc?

A. It is appropriate to take the retarded child
on any family outing on which it would be proper
to take our other children. Seeing the retarded in
public places is no longer a novelty,-and should in
no way prove an embarrassment to any party.

IX. Q. How much responsibility can I give my
normal children for the care of our retarded

chiild?

A. The parent knows the type of behavior of
the retarded child, and can generally be the best
judge of whether the normal child, regardless of age,
is capable of caring for his retarded sibling. Assum-
ing responsibility for the occasional care of a retarded
child is a healthy attribute, so long as the assignment
is reasonable. If the parents are not in a position
to judge, perhaps the retarded child’s teacher or
counselor can be of assistance.




Chapter 4
EDUCATION

A resource which should be available in all com-
munities for all children is the public school. The
state, through the local school district and county
schools office is now moving in the direction of pro-
viding educational opportunities for all childrea re-
gardless of their limitations, either of nature or
nurture. At the present time programs for the re-
tarded in the public schools divide the retarded into
three educational groups, the educable, the trainable,
and the sub-trainable. In those communities where
public school programs for the retarded are either
not provided or are provided in inadequate numbers,
parent groups have set up classes to provide educa-
tional experiences for their children.

The sooner the child is prepared for school en-
trance the better. The parents must also be prepared.
They must be prepared to release part of the care
of their retarded child to a stranger. The parents
must be able to “let go” of their child for a portion
of the day, and the parents must recognize and ac-
cept the condition of their child in a frank manner.
The entry of the retarded child into the community
presents problems and challenges for the parent.
The parent is now faced with a new kind of appraisal
and comparison of their child. Previous thoughts
and feelings about their retarded child may now be
subject to reappraisal.

The techniques used in teaching the retarded are
very much like the techniques used in teaching the
normal. The experiences and the exposures will take
longer, are presented at a later age, and will use
more movement and action. Wherever possibie, the
retarded should be given an opportunity to act or
perform what is to be learned. This may be in the
form of telling a story, obeying verbal commands, or
recreating a scene. It is especially important in his
relations with others in his class. Interaction with
others should be encouraged. The school educa-
tional setting presents excellent opportunities for this
activity. The retarded child, because of past inade-
quacies and failures to handle day-to-day happenings
frequently responds by isolating himself. The class-
room is very important as a modifier of isolation
and loneliness.

Such a setting should offer an opportunity for
the retarded person to establish a belief in himself
and a recognition of his worth. All of us have the
basic need to be considered competent. The very
act of going to schoo! allows the retarded to develop
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a “mask of competency” which is so very important
in the development of a feeling of achievement.

Education of the retarded, of course, does not
stop when he reaches 18. If anything, because of
their retardation, age 18 and beyond may very weli
be the most productive educational period for them
in terms of productivity and personal growth. Un-
fortunately, the mandated program for the trainable
in California stops at 18. Some public schools do
provide classes on a permissive basis to age 21. Con-
tinuation of education for the older retarded is at
the present time provided in workshops or adult edu-
cation programs. These programs are very limited
in number as well as in geographical distribution.
The need for their expansion is recognized.

Some questions parents ask about the education
of retarded are:

I. Q. My son is in a trainable class. Will they
teach him reading, writing and arithmetic?

A. The child’s education should be adapted
to his capability as wel! as to his needs. If he is able
to benefit by teaching him the three “R’s” then he
will be taught them. The fact that he is in a “train-
able” class rather than in an “educable” class will
not stop a teacher from teaching reading to a re-
tarded child if he shows this capacity. However,
it must be understood the amount of effort and the
resulting frustration by doing so, in some instances,
may serve to aggravate the retarded’s feelings of fail-
ure and lack of achievement.

II. Q. My son is in a trainable class. Will he ever
be able to graduate to an educable class?

A. In both types of classes the retarded is
taught that which is most appropriate in terms of
his level of development and activities needed to
function in a community. However, the retarded
in the school is under continuous evaluation and if
it is felt that he can best be served in a program
other than the one he is in then he can be shifted
to the more appropriate program. This question
also appears to be asking if the IQ of a retarded can
improve so that a shift of program is merited. As
a rule the intelligence as determined by tests will
not vary a great deal with repeated administration of
tests. This is not the same as saying that the be-
havior of the retarded child does not become more
intelligent or adaptive. Although the test score of




the retarded may not change, to any great degree,
the competency of the retarded through training in
self help activities, communication, personal-social
areas, physical development, as well as economic or
vacational usefulness may be greatly enhanced.

1. Q. My child is five years of age and when I
brought him to school in order to enroll
him, I was told to take him home and wait
a little while and come back next year when

he may be more ready for school.

A. The mandated program in California for
the trainable retarded is for those age 6 to 18 years.
However school districts may enroll the retarded at
five on a permissive basis. As a rule, maturity or
readiness is enhanced through stimulation provided
by exposures to learning activities. Because of this,
it is suggested that if the retarded is not at the
moment cligible for public school, other types of
learning experiences, such as those provided by par-
ent groups, should be sought out. If no program
for your child is available then the parent should
provide experiences of a nursery schcol nature for
him. He should be talked to, read to, engaged in
motor activities, etc.

IV. Q. My child is fearful of new situations and
is reluctant to try anything without a lot
of pushing.

A. The retarded usually has had a lot of ex-
perience in failing or not achieving. The retarded
has a fundamental need to achieve. We must under-
stand his fears of not achieving are real. We should
not shame the retarded because of these fears. We
can arrange experiences so that achievement is as-
sured. Any requested task should be examined as
to whether or not it is a reasonable request. Is the
expectation in keeping with the child’s demonstrated
ability? In other words, can your child do it? Per-
haps you can do the task up to the last step and ask
your child to complete it thus assuring completion
as well as achievement. As an example, you may
tie his shoe lace but ask him to draw it tight or vou
may lace his shoes and allow him to lace the last
hole. On subsequent trials you ask him to accom-
plish additional steps of the task. The retarded also
hias fears and anxieties which come out of his aware-
ness of his dependence. Because of this, he may
have fears and anxieties of being left without a pro-
tector. Your presence and your concern for him
must be constantly restated and
instance.

reaffirmed in this -
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V. Q. I have been told that my 14 year old has
the mind of a seven year old. Does that

mean that he is the same as his seven year
old brother?

A. No, it does not mean that at all. e is not
the same as a seven year old. He may be able to
accomplish no more than a seven vear old in such
things as reading or arithmetic but he is fourteen
years of age when it comes to feelings, cmotions, and
needs. He hurts and has joys more likc a 14 year
old than a seven year old. It is just not correct to
think of him as a seven year old. Ilis physical de-
velopment is probably closer to the 14 year old than
the seven year old. It is better to think of him as a
retarded 14 vear old.

VI. Q. My youngster won’t make her bed but will
help me make up mine.

A. In this case we can assume that the child
is capable of performing the task. In any examina-
tion of tasks we must be able to answer the question,
“Why doesn’t she do the task asked of her?” Or,
“Why should she do the task?” There is usually a
“pay off” in our performance of tasks. We have to
try to see what are the gains which go along with
the execution of a task. The girl who helps her
mother make her bed receives companionship, com-
munication, affection, as well as immediate praise
for her help. None of these things exist when she
makes her own bed by herself.  The objective then
becomes one of providing similar “pay off’s” for the
task you want her to perform by herself.

VII. Q. Will it help my child if I come to school
more frequently to see how he is doing?

A. Teachers are encouraged by the interest
parents show in the development of their children.
A close cooperation between parent and teacher
usually is helpful in furthering the progress of the
child. The teacher generally will advise the parent
when a conference is desirable. Many schools set
a policy of having one or two conferences per year
and additional ones when indicated. Sometimes an
over-concerned and over-solicitous parent may work
to the disadvantage of the child by frequent visits
to his class.

Such practice would tend to perpetuate depend-
ency behavior in the child, and also cause an un-
welcome interruption in the daily program. Where
this excessive concern is present, the parent may be
advised to confer with the teacher, principal or school
psychologist.




VIII. Q. When doe; a parent institutionalize a
child?

A. The large majority of trainable level chil-
dren tend to remain at home and within the com-
munity. Research shows clearly, children in statc
hospitals for the retarded generally develop consider-
ably less than when living at home. A parent may
consider hospitalization when her health (physical
or mental) is impaired to the extent that she is un-
able to care for her retarded child, and financial
status does not permit help in the home; when the
child requires 24 hour medical care and supervision;
when the retarded child or youth commits serious
delinquencies or crimes and prognosis for improve-
ment 1S poor.

When a question of hospitalization of the child
is considered, the parents will seek professional coun-
sel and then decide for themselves.

IX. Q. Do you have any suggestions to help me
in toilet training my child?

A. Dr. Molly Gorelick of the Exceptional Chil-
dren’s Foundation in Los Angeles suggests the fol-
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lowing procedure in helping a parent to toilet train
her child:

1) Be prepared to devote time and patience to
teach your child onc skill at a time by a
series of small steps.

2) Provide for a great deal of practice for your
child.

3) Make directions as simple and as clear cut
as possible.

4)  Reward each step of the desired behavior
as it is completed.

5) Use the same setting and equipment for
your child cach time so that he will under-
stand what you want him to do.

a. Toilet seat in the bathroom.

b. Training pants; if slacks are worn be
sure they have elastic waist bands so
they can be taken off and put on easily.

¢. B¢ prepared to let him sit on the seat
no longer than five minutes, then take
him off calmly and gently.

d. Keep a chart of the times he voids and
has 2 movement, forone week or maoic,




Chapter 5

PSYCHOLOGICAL AND PSYCHIATRIC
ADJUSTMENTS OF THE RETARDED
CHILD AND PARENT

Parents of retarded children are not different
from parcnts of non-retarded children. The problems
cencerning their retarded child are not unique, but
are similar to problems faced by parents of non-re-
tarded children. What makes the problems unique
mn each instance is the attitude of the parent to the
problem presented.  Actually, parents of retarded
childien do not want to be looked upon as different
or trcated differently from other parents. The ade-
quacy of the adjustment to having a retarded child
will depend in part on the kind of person the parent
was prior to the birth of the baby. A tense, high
strung, unstable mother or father will be even more
so at the birth of a retarded child. The infant and
later, the child, will absorb the feelings and attitudes
(spoken and unspoken) of his parents and incorp-
orate them into his own emotional, social and intel-
lectual development. Many parents look upon their
newborn as an extension of themselves and psycho-
logically endow their child with their own emotional
makeup, and so they see themselves reflected in their
child. At the same time perhaps, the child is weav-
ing his own emotional structure with its own emo-
tional threads as well as with those of his parents.
Extremes of this type of emotional development lead
to a severe blocking of the child’s own emotional
growth, resulting in management and relationship
problems, difficulties in learning and perpetuating
depcndency behavior. Some parents may also be-
come unhappy, resentful of their retarded child for
when they look upon their child, they see themselves

reflected as inadequate, incapable of having a normal
child.

Most parents of retarded children achieve a rea-
sonable balance in their emotional acceptance of
their child and of themselves. Where difficulties
arise in this respect, it may be well for parents to seek
professional counsel. Actually, parents of retarded
children may be helped in their psychological adjust-
ments to their child by seeking such counsel at vari-
ous critical stages in the growth and development of
their child (birth, pre-school and school periods,
and after school). A reasonable mature attitude in
the parents’ management of the child, helps to assure

an optimum total growth of the child, barring other
organic factors.

Parents have every right to feel confused, con-
cerned, and anxious as well as develop guilt feelings
in- giving birth to a retarded child. It is difficult to
conceive of any parent who (during her pregnancy)
is making psychological adjustments to her giving
birth to a retarded child. Certainly all the emotional
investments of the parents are geared to anticipating
a birth of their own image in a boy or girl.

Perhaps for this reason among others, ventilation
of parents’ feclings in a therapeutic setting is essen-
tial at the time of birth of the child or very soon
after. The newborn retarded child perhaps from the
moment of birth, begins to experience a certain dis-
enchantment with the world about him. His parents,
anxious to refute the diagnosis, exposes him to ex-
tended diagnostic evaluations, then hopeful of over-
coming the condition, expose him to therapeutic
procedures. One would feel, the child is wondering
with his own primitive sensory equipment — “Why
all this fuss?” Further, the child sees the look of
mixed feelings in his mothers eyes, questioning, un-
believing, confused, half pity, half sorrow, half joy.
He may feel a certain uncomfortableness and lack
of warmth when he is held in his mother’s arms, or
when he is picked up by his father, brother or sister.
He may sense that mother is not talking to him
much, saying the cute, precious things usually said
by mother to child. “Why is mother not looking at
me to capture my smile, my wiggly funny movements
and then express her joy to me and relate them to
our family?” “What can mother and father be say-
ing to each other in such loud voices and mad look-
ing faces? I can hear them from my crib and I kind
of feel it is about me — perhaps they are trying to
decide who was to blame for my condition. Funny,
that Mom and Dad don’t invite other people to
come and look at me. Something must be wrong
even though I am trying my best to smile and act
cute and warble.”

“I did start late in doing the things most babies
do in growing up and I felt very unhappy to see
mother trying so hard to help me walk and to go
“potty” by myself. Mother keeps taking me to the
doctor for shots, and pills and pictures. Am I really
so sick? Sometimes I see the doctor shaking his
head. Does it mean I can never be cured of what-
ever I have?”
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“I wish Mother would stop worrying -about me
and leave me alone to do the things for myself. I
know she thinks I need help, but I dor’t think so,
at least for doing certain things.”

And so the retarded child grows, and continues
to build up along the years an image of himself of
not being like others, not able to do things that his
brothers and sisters do, of being a source of concern,
and unhappiness, to his parents. Sometimes his
image of himself is brightened, uplifted, when his
parents really understand him and accept him for
himself and give him things to do that he can
achieve by himself and feel the glowing satisfaction
of accomplishment. The child then really begins to
grow, often beyond the expectations of parents and
teachers, once this spark of success is nurtured by
opportunities for more success.

Cutting the “dependency” chord from his moth-
er releases a good deal of the child’s own natural
energies and desires to achieve and emancipate him-
self. Perpetuating the dependency behavior of the
child activates the self-fulfillment prophecy: “I shall
be what you think and expect me to be and nothing
more.”

Fortunately increased independent behavior on
the part of the child and adolescent is being encour-
aged in the special classes, after school activities,
camping, teenage clubs etc.

Recognizing the importance of knowledge or in-
formation about mental retardation as a step to
understanding and increased acceptance of the child,
the following questions asked by parents, and answer-
ed by the lecturers in the series, are presented.

I. Q. Do oversensitive parents make for oversen-
sitive children?

A. Yes. It seems to work this way. After all,
children are an extension of ourselves.

II. Q. Is it okay to use threats on a retarded child?

A. A lot of threats soon become meaningless
as there is no reinforcement. The child may be sen-
sitive and easily frightened causing him to withdraw
within himself through threats. It is not the best
approach in discipline yet it may be used at times.

III. Q. What is autism and what can cause it?

A. It is a type of behavior in the child marked
by withdrawal, apathy and lack of response: to his
environment. Many think it may be related to im-
balances in body chemistry, others to severe chronic
emotional disturbances. We are still not sure what
causes it. There is at present, a great deal of research
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being done on this disorder. A safer probability may
be that the cause or causes may be found in the
relationship of badily chemical imbalance(s) to thc
nature of the environment in which the child is de-
veloping. When parents observe a marked change
in the infant or child’s ability to relate to others, it
may be wise to consult your family doctor who in
turn may refer you to a child guidance clinic.

IV. Q. Can a retarded child become mentally ill?

A. Yes, almost all children and adults can be-
come mentally ill if exposed long enough and severe
cnough to emotionally disturbing situations.

V. Q. My gitl is 13 years old and she is already in
puberty. She seems to like boys very much
and I am concerned. What can I do?

A. If she didn’t like boys, you would be more
concerned. No one can give you assurance with any
girl, normal or retarded that she wiil not get into
trouble. Do not overprotect her, but take the normal
precautions as you would with any girl. The oncom-
ing of puberty is often more of a problem to the
parents.

V1. Q. When mentally retarded individuals marry,

can their offspring be mentally retarded?

A. In a few rare hereditary disorders, yes, but
nost children are born normal.

VII. Q. What can be done to provide broader
knowledge in sex education for retarded
children?

A. Sex education can be carried out as with
normals but in simpler terms. If one talks about pro-
tection, you should spend your energy with real
issues demanding your protection such as teaching
the child to watch out for trucks, other dangers.
Remember with the mentally retarded the under-
standing of sex etc., comes later when his maturation
is more advanced. It is best to think in terms of
how you would explain it to say, a five or six year
old if the child is 12 with an IQ of 50. Sexual in-
stincts of the mentally retarded are similar to that
of the normals but their understanding is different.

VIII. Q. Should a retarded adolescent marry?
Can she and should she have children?

A. The question of marriage for a retarded
person depends on that person’s ability to take care
of himself, provide for the wife or husband and
take care of the child. Most retarded pcrsons are
capable of having children but vary considerably in




their ability to care for the offspring. A noted psy-
chiatrist suggested criteria in terms of independence
of behavior (social, emotional) 'and approximately
eight years mental age and that the prospective par-
ents do not have a diagnosed heritable condition or
where the likelihood of abnormal birth is high. In
all instances where this question is of concern to
particular parents, the family physician and, or, ap-
propriate regional diagnostic and counseling center
should be contacted.

IX. Q. My ten year old boy masturbates even
though I threaten him with punishment of

various sorts. What can I do to help him?

A. In the first place you may need to look at
your own attitude, your fears and concerns regarding
masturbation. It is not an abnormal behavior nor
damaging to the child’s growth. You may determine
if your own attentions and threats to the child are
actually reinforcing his behavior, that is achieving
a certain satisfaction from your attentions. You may
wish to find out when and under what circum-
stances he masturbates and try to avoid those situa-
tions. You may check with your family physician
to assure that there are no organic causes, irritation
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of the genitals, etc. Also, it may be advisable to
check the fit of his clothing. You may try ignoring
the behavior and rewarding your child when he is
not masturbating. The same principals may apply to
your retarded child as well as to your normal child.

X. Q. How should tantrums in a retarded child
treated?

A. Tantrums seem to have something in com-
mon with all children. They may be regarded as
something they have learned to do and from which
they derive certain satisfaction. Many times we as
parents are unaware that the very manner in which
we try to correct the behavior, serves as a reinforce-
ment to continue that behavior. Here again, treat-
ment should consist of:

a) Ignoring the behavior if at all possible..

b) Avoiding situations (if possible) that provoked
this behavior.

c) Providing praise for the child for his good
behavior or non-tantrum behavior.

d) Consulting your family physician to assure
that organic problems are not the main cause.

e) Provide other satisfying outlets for your child’s
energies.

1
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Chapter 6
IMPROVING COMMUNICATION

Parents of retarded children generally consider
the ability to conununicate, to express one’s sclf and
to understand speech i) be of prime importance in
the development of their child. We live in a world
in which we are constantly bombarded by oral lan-
guage, and most frequently the image onc¢ has of
the retarded is influenced by the quality and appro-
priatencss of his oral language. Training school staff
are most cognizant of the importance of this need,
and attempt through varying methods and techni-
ques to expose the child to a continuing barrage of
verbal language, with opportunities for the child to
respond. Parents of retarded children arc often ad-
vised to follow a similar approach at home, toward
stimulating the child in the development and use of
oral language.

Many speech disorders in retarded children are
related to sensory system disorders. We know, for
example, that thc i.cidence of hearing disorders in
the retarded is murh greater than in normal children.
The inability to concentrate and to listen is also
greater in these children. Many retarded children
have difficulty “dialing out” extrancous sounds or
static, and are frequently unablec to separate the ap-
propriate input sounds. Further, thcse children often
have poor muscle control making the pronunciation
of certain sounds awkward (“s,” “th,” “x,” etc.). The
incidence of neurological impairment, resulting in
speech disorders, is also far greater among the retard-
ed than in the normal child.

Communication must precede specch. Com-
munication is not restricted to receptive and expres-
sive speech alone, but includes cye contact, gestures,
and other means of making wants known. Mercly
having a child parrot speech is not as effective as
communication, per se. Once a communication pat-
tern has been established, the oral aspect can follow.
Following are some of the most common questions
asked by parents of the retarded:

I. Q. Why are speech problems so common among
retarded children?

A. As was mentioned above, there are many fac-
tors, more common among retarded children, which
contribute to speech disorders. Most important
among these is the fact, the overall development of
the young retarded child is delayed, so that the
speech development, as well as most other areas of

growth, comes more slowly. Of importance also, 1s
the problem of shutting out extcrnal stimuli, being
casily distracted by the slightest noisc or stimulus.
The problem of “tuning in” thc proper stimulus
from the myriad of stimuli our culture imposcs on
us becomes a major factor in the organization of
speech.  Neurological impairment, (brain damage)
contributes to this inability to “dial out” distracting
sounds, and also makes it difficult for the child to
discriminate as well as to produce certain sounds or
letters. Generally, the retarded child tends to make
the same mistakes in the input as in the output of
speech — viz., they have trouble producing the same
sounds that they have difficulty in receiving.

II. Q. How can parents better observe communi-
cation in their children?

A. Look for patterns of behavior in your child.
Ask yourself such questions as, what time of the day
does he do much of his talking? How does he lct
us know when hc is hungry? What gains arc there
for the youngster if he does not speak? Do we occa-
sionally respond to him for not speaking when we
could as easily respond to him only if he speaks?
Does he speak at school and not at home, or vice
versa? It is well to talk with the child’s teacher re-
garding his communication abilities at school, and
to expect similar patterns in both the home and the
school.

III. Q. Where can I go for help for my retarded
child’s spcech?

A. Unfortunately, there are relatively few local
agencies which are equipped to help retarded chil-
dren with speech difficulties. Waiting lists are long,
and not too many clinics are staffed for this purpose.
Perhaps the easicst starting place is with the speech
therapist in the local school. The speech therapist
for the special class children is familiar with your
child’s particular problems, and would be in a posi-
tion to know whether the child could profit from
special help, and who might be in a position to offer
special suggestions.

IV. Q. What special techniques might the parent
use to help his retarded child’s speech?

A. The techniques would be largely the same
as those used with the normal child, as long as the




parent remembers that progress will take longer. The
remedial help should be concrete, specific, and func-
tional, rather than general or philosophical. For cx-
ample, we would help the child with practical words
he needs, rather than offering gencral advice which
would apply to all spcech.

The all-important rule is that we encourage com-
munication, itsclf. We cencourage a child’s commu-
nication by listening to the child. What a child is
saying is far more important then how he is saying
it. By our effective listening to the child we arc also
training him to listen as well as to communicate.

The gap between one word and two-word phrascs
is enormous. After the child has learned to idcntify
objects, people, etc., with onc word, we¢ can now
begin gradually to use two words togcther. The usc
of the second word is generally descriptive or active
(Daddy’s car, drink water, etc.). Two words rcpre-
sent the beginning of sentenccs.

A good example of adult specch is important, but
not nearly so much as being one who communicates
with the child in areas other than speech. Too often,
we try to correct or remediate the child’s faulty
speech, rather than encouraging the child's verbal or
gestural communication.

V. Q. Does the parent need special equipment to
help his child?

A. Again, the speech therapist at your school
would be in the best position to recommend special
equipment which might help your child’s special sit-
uation. Some families have a tape recorder, which is
a valuable device. It gives the child a chance to hear
himself as he really is, and to hear others as a model.
The child who is unable or unwilling to listen to
people will often listen to a mechanical device such
as a radio, television, telephone, tapc recorder,
etc. All children learn best those things they have
discovered for themselves, rather than that which
they have been told. Children get pleasure and in-
struction from merely babbling or cooing into a tape
recorder and playing it back. The purpose .of the
tape recorder should be recreational. rather than in-
structional, as far as the child is concerned.
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VI. Q. Just how do we tcach our child to listen?

A. It is important that we as parents do not
simply “talk too much” to the child to the extent
that he dials us out. We might also need to develop
ccrtain mcans of attracting our child’s attention
which arc uniguc to the child. This may be unusual
or distinctive, according to the particular method
that attracts the child. After all, this is the technique
of advertising.

We should, whenever possible, combine the
senscs, linking the visual or tactual with the auditory.
Definc or describe something the child sces, hears,
or feels.

In speech, as in all arcas, success begets success.
Regardless of his level of speech, the child should be
made to fecl that he is being understood and is being
listened to. To learn to listen, the child nceds the
model of a good listencr in his parents. The child
who is made to fecl successful in his speech rarely
avoids speaking, and is far morc likely to improve,
than the child who feels he has no audience, or
worse still, is frequently corrected when he makes
€rrors.

VII. Q. How can I help my child’s stuttering?

A. Stuttering is more common in the retarded
than in the normal child. Though it is often in-
creased by neurological difficulties, it is caused more
by an attitude on the part of the child than anything
else. One of the best things a parent can do for his
child’s stuttering is to simply not focus attention on
it. Stuttering, as most other minor emotional mani-
festations, is increased when attention is brought to
it. The parcnt should be a good listener, provide
the child with a good speech model, reward non-
stuttering speech and assure the child that he is
understood. Generally, the stuttering may gradually
disappear. If it does not, the parent cxamines the
causes of nervous tension in the child, attempting
to examine and treat the causes, rather than the
cure for the stuttering. Stuttering is not nearly as
bad as the child not wishing to communicate be-
cause of concern over his speech.




Chapter 7
RECREATION

It has been said that play is the work of children;
and so it may be, when we observe children in play,
it seems a very serious occupation. One of the most
fascinating aspects of play is that it provides so mucl
in the way of psychological devclopment for the
growing child. Play is the vchicle through which
the child achieves much of later values and behavior
patterns. Play, therefore, serves an important role
in the all around duvelopment of the child. Tt is his
method of growing in those arcas in which he is
ready to develop, i.c., physical, social, mental and
emotional growth.,

The better control the retarded child has over
his own body, the more adequate and confident he
can become. Through play he can develop his large
and small muscles. The only way a child can learn
to control his muscles is by using them. A child will
not learn to walk until he is given the opportunity
to try; he will not learn to handle a crayon unless
he has experience with crayons, ctc.

The retarded child’s early attempts at learning
motor skills will be awkward and sometimes unsuc-
cessful. Repeated experiences in using his muscles,
both large and small, give him opportunities to
refine his control and use of these muscles. Play is
the natural method of gaining these experiences and
learning such control. It will usually be a longer
time before the rctarded child will be able to parti-
cipate in play with other children. Most of his early
play will be done alone. Parents are usually the first
playmates of the retarded child. The parents can
help him learn to share his toys withithem and en-
courage the sharing of ideas.

Through play the language development of the
retarded child can also be fostered. Many oppor-
tunities present themselves for teaching the young-
ster names of objects, people and toys. Later on,
one can use words to review and clarify experiences
he has had and still later to help him express himself.

An understanding of the physical growth patterns
of young children and their socially acceptable play
interests is basic to planning a program of recrea-
tion for mentally retarded children. As many chil-
dren need a long period of time to grow from large
to small muscle activities, a wide variety of materials
are needed to hold interest and to reinforce each
small gain in motor control. The same basic prin-
ciples for a good physical recreation program

for normal children apply to a program for retarded
children.  Activities should be stimulating, socially
constructive and cesthetically designed. Care should
be taken that “free play” does not become an un-
organized, overly permissive opportunity. Free play
is valuable in learning to share, but requires struc-
turing and carcful supcrvision; it can be the most
difficult supcrvising that a parent or tcacher may
undertake. It is usually quitc misunderstood and
thercfore loses much of its value. Activitics and
recrcation should be directed towards some purpose-
ful behavior, kecping in mind the child’s develop-
mental status and expected progress.

Coordination, rhythm, self-control and sclf-cvalu-
ation arc basic componcents to growth in movement,
skill development and general body use. Children
can be taught rclaxation, by showing them how to
tighten and relax their muscles. Retarded children
are usually more on the passive side and require spe-
cific training in this area. Impulse control can also
be taught by encouraging the child to move as slow-
ly as he can by such commands as: stand up slowly,
walk slowly, etc., then ask the child to do this on
command from a slow to a very rapid movement
that can be turned off and on by request in a game
like approach.

Success brings in more energy or motivation to-
wards problem solving, and can result in greater ef-
fort by the child. The total body should be thought
of as a learning channel. Children can be taught to
move about in various geometric designs on the
ground by skipping, running, walking, etc. Such
body movement entails some of the following areas:
impulse control; pattern recognitions such as done
with pencil and paper materials; letter recognition
and later, tranference to paper and pencil shapes
and designs; acting out ability to remember things
in a serics such as spelling, giving commands and
SO on.

There are many such benefits that can be ac-
quired through play and recreation expcriences which
will aid the retarded child in better coping with
everyday life situation. Children can be taught to
work off frustrations and anger through active play,
as well as improving their general muscle tone and
coordination through activities.

Following are some questions asked by parents:

22




I. Q. My child is very lonely, he has no close
friends. How can I get him involved?

A. First try to get him some friends on the block
or ncighborhood you live in. If there is no onc ap-
propriatc there, get together with parents of other
retarded children and plan some activities together.
You may wish to make this a project through the
school your youngster attends or the parents’ associa-
tion you belong to. There are other groups that may
also be of help to you through some of their special

programs such as the Boy Scouts, Woodcraft Rang-
ers, YMCA, etc.

II. Q. Are playground programs available for the
mentally retarded?

A. Yes, they are available for all children. The
County Parks and Recreation Dcpartment may be
ablc to offer special assistance for some of the re-
tarded children through their extensive programs.
You should make your needs known to them if therc
is no such program available at the time. The initial
contact should be with your local playground di-
rector to discuss your individual child’s needs — his
assets, limitations, etc.

III. Q. How can I best prepare and attempt to
provide for my child’s social needs?

A. Parent associations for the mentally retard-
ed have proven to be of great valuc in dealing with
such concerns. Your local school principal or special
class tcacher, as well as the special staff working with
the retarded in local school districts or county sup-
erintendent of schools office can be of help to you
and your child.

IV. Q. What kinds of activities do the retarded
enjoy?

A. Like normal children, they enjoy most
sports in keeping with their ability. Baseball, volley-
ball, running and jumping activities as well as swim-
ming arc enjoyed by most. Retarded children of
course, arc usually less well coordinated than normal
children and will thus require greater time and pa-

ticnce with some sports. Other sports demanding
higher coordination may be postoncd for later.

V. Q. Are there surmmmer progiams for the mentally

retarded?

A. Yes, some of your local public schools as
well as churches and private groups often offer such
programs. If you are not sure as to what is available
in your arca, it is a good idea to contact the Regionali
Center for the Mentally Retarded and inquire of
the counsclor serving your geographical area what
may be available. (See appendix A describing Re-
gional Center). The recent Olympic Games for the
Mentally Retarded sponsored by the Kennedy Foun-
dation has been most successful in focusing atten-
tion on importance of physical development in the
total growth of the retarded. At the same time, par-
ent groups also sponsor competitive activities in
bowling, swimming, etc.

VI. Q. Our neighbors do not want their children
to play with our retarded youngster. They
fear that they will pick up bad habits, be
injured, or the like. What should I do?

A. The parents should first examine the neigh-
borhood structure, and should determine whether
the neighbor’s concerns are justified. Is the child
being properly supervised, clothed, etc? The next
logical step is to familiarize yourself with the con-
cerned neighbors. The more they are invited into
your home for visits, coffee, or dinner, the more they
can see the reality of the pictuie, and can identify
with their part of its solution. Rarely is there this
concern when the parents have good relations with
the neighbors. The parents might even ask the
neighbors’ advice on handling the preblem, once rap-
port has been established. Such concerns as “dan-
ger,” “picking up bad habits,” etc., are usually the
result of lack of understanding as well as poor neigh-
borhood relations. The parents of the retarded may
apprcciate the fact that acceptance of any handicap
is furthcred by knowledge and understanding of the
handicap.




Chapter 8

VOCATIONAL TRAINING FOR THE
MENTALLY RETARDED

Slightly over a decade ago, there were very few
vocational training facilities for the trainable retard-
ed. Those few that did exist, were found in the
larger areas and operated mostly by parents’ groups.
With the considerable increase in numbers of train-
able retarded found in California’s public schools, a
concern was raised regarding those pupils who reach-
ed maximum age and had to be terminated from
further attendance. Most of these pupils who reach-
ed age 18, left school only to return to their homes
and gradually lose the skills learned at school and
become increasingly dependent on their parents.
Recognizing this problem, the California Legislature
extended school attendance for the Trainable re-
tarded as follows:

a. Permissive attendance starting at age five.

b. Mandatory attendance, age six to 18. (Effec-
tive Nov. 1969). .

c. Permissive attendance, age 18-21. The pupil
who reaches 18 must be assigned to a shel-
tered workshop for several hours a day and
attend special class for a minimum of three
hours per day. If a workshop assignment is
not available or where the pupil is found in-
capable of profiting from such an experience,
he is terminated from school attendance. A
pupil may continue to attend the workshop
and school until he reaches 21 and is then
terminated at the end of the school year and
hopefully he would continue at the workshop.

School districts and County school offices are

permitted to enter into contracts with directors of
sheltered workshops for the training of pupils. There
needs to be a mutual agreement that the pupil will
benefit from additional schooling and from his ex-
periences at the workshop. The latter provides the
pupil with adequate supervision, a variety of work
training activities and an evaluation of the pupil’s
performances. Continuation of the pupil’s attend-
ance at the workshop after 21 years is contingent on
available space and minimum productive ability of
the trainee as well as getting along with others.

Public school classes for the trainable retarded

are focusing on prevocational activities approximat-
ing those of the sheltered workshop in order to fa-
cilitate the transition of pupils to real work programs.

Most of the sheltered workshops pay the student

trainees a minimum compensation ranging from 5-
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10¢ per hour to almost minimum wage rates. What-
ever the pay is, it serves as an excellent motivating
factor for the student and often leads to unexpected
improvement in his performance and behavior.
Much of the work done by the trainees includes
counting and small packaging, assorting by color,
size, shape; stapling, labeling, assembling, separat-
ing, etc. A contract between the schcol and work-
shop for the training of its students requires the
workshop to provide a variety of work activities and
evaluation of student performance by the director.
Both the school and workshop director work closely
to assess the progress of the pupil in class and in
the workshop. Accordingly recommendations are
made to help the pupil improve his performance and
personal social behavior. In a number of instances
the Vocational Rehabilitation Agency helps a train-
abie youth who is capable of more skilled work to
obtaia special placement in industry. The public is
becoming more aware of the need for some type of
employment for the retarded. The combined efforts
of parent groups, schools, rehabilitation and social
welfare agencies may serve to hasten the time when
the state, local and federal governments as well as
industry, will make possible the establishment and
subsidy of adequate number of workshops with train-
ed directors to serve the increasing employment
needs of the retarded.

Following are some of the commonly asked
questions:

I. Q. How can we as parents prepare our child for
vocational success?

A. Training for such a goal may well start in
early childhood — (especially for the trainable re-
tarded) the person with positive self attitudes is more
likely to achieve a successful community placement.
Such positive attitudes are developmental and learn-
ed from infancy. Parents can provide their child
with tasks of varying degrees of difficulty as well as
challenge (within their levels) and thus with proper
guidance, encourage their child to stretch their minds
in completing the task.

Other ingredients tending towards achieving
vocational success are:

a) Proper self-care (body, dress, appearance).

b) Completion of tasks — perseverence.

¢) Understanding and following directions.




d) Working towards a goal — money for what
it can buy, other rewards satisfying to the
child.

e) Parents expecting child to perform task as
well as he can and letting child know this.

[I. Q. What opportunities are there for those re-
tarded who show work abilities beyond those
found in a sheltered workshop?

A. There are generally three levels of perform-
ance for trainable retardates:

1. Transitional level — The retardate shows abil-
ity beyond the level of the rest of the group in the
workshop. In this instance efforts arc made by the
workshop director, school, parent group and voca-
tional rchabilitation agency to secure specialized
placement in a shop where the youth’s skills can b«
utilized to his advantage. A small shop with casily
available supervision is helptul. Sometimes, parents
themselves have shops where they can use this type
of help.

2. Terminal level placement — The worke* finds
the sheltercd workshop compatible with his icvel of
performance and remains there on a partiaily pro-
ductive level, earning several dollars or more a week
in accordance with the quality and quantity of his
production. Here again, the basic values of the
workshop lie in the opportunity for the individual
to come daily to work, earn money, feel comfortable
with other workers, and acquire a sense of worth and
personal dignity.

3. Activity level placement — There are a num-
ber of trainable retardates who for some reason or
another are unable to function profitably in the aver-
age sheltered workshop (poor hand-eye coordination,
lack of sustained attention to the task, inability to
understand and follow directions, difficult personal
social behavior, etc.). Most of the sheltered work-
shops depend on certain production levels to keep
them in existence and thus cannot maintain workers
of the type mentioned above.

Where level of production is not essential to ex-
istence, some few workshops have included a section
for such activity level workers, where the purpose is
to provide a sort of occupational therapy where the
worker can attend daily, and benefit from the per-
sonal-social, recreational experiences available in such
a setting. It is expected that the activity level center
would need to be subsidized by tuition fees, dona-
tions or other funds. There is much need for addi-
tional centers of this type as well as for regular shel-
tered workshops.

1. Q. How are workshops funded?

A. A parent group for example, may incorpor-
ate and raisc a certain amount of money and apply
to Vocational Rehabilitatior Service for expert con-
sultation as well as for financial support if the plan-
ned workshop meets with the Agency’s requirements.
The workshop director with his board of dircctors
must establish a budget with some of the funds com-
ing from work contracts with industry, and from work
evaluations of clients referred by Vocational Rehabil-
itation Agency and from contracts with school dis-
tricts and, or, County Schools Offices for the
training of pupils 18-21 years.

IV. Q. How much is paid te workshops for train-
ing pupils?

A. In California, public schools sending train-
able youth to workshops between ages 18-21 average
contracts as follows:

First sthool year — to $500 per youth
Second school year — to $400 per youth
Third school year -- to $300 per youth

V: Q. What kinds of work can our children do
when they grow up, in addition to sheltered
workshops?

A. There is a wide range of abilities among the
trainable retarded. Depending on the geographical
area one lives, trainable level youths may be capable
of working at various jobs as follows:

1. ranch or farm

. restaurants — bus boy, dishwashing

golf courses — caddy, minor custodial work
cannery — assembly line jobs

gardening — as helpers to gardeners

packaging — plants — furniture assembly, toy
assembly, shoe assembly

7. office helpers

8. picture framemaker helper
9. Clay — pottery factory
10. Laundry plants

It is hoped that the skilled training officer of the
Vocational Rehabilitation Agency might seek out ad-
ditional job situations in industry where trainable
youths might well succeed in.

VI. Q. What is being done to fill in the gap of
time between the child’s return home from
school in the early afternoon and the re-
mainder of the day?

O\ ViR oW
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A. This is an important question. Many par-
ents are prevented or limited in pursuing a full day’s
out of home activities, employment, volunteer work,
personal activities, etc. because their child rcturns
home early and supervision of the child is necessary.
Baby sittcis may be difficult to obtain and costs may
be beyond pareuts’ means. Recognizing a need for
a type of center where their children and youth may
attend for the intervening hours, a group of parents
are formally requesting appropriate agencies for as-
sistance in the construction and maintenance of such
faci.ities. The Mental Retardation Services Board of
L. A. County has provided for a representation cf
parent groups interested in developing a program.

VII. Q. What is being done to find new jobs for
the retarded — outside of sheltered work-
shops?

A. Dr. Salvatore De Michael, Assistant Com-
missioner for the Vocational Rehabilitation Admin-
istration in New York State, reports, ‘Under a fed-
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eral grant, the National Association for Retarded
Children has opened up thousands of job opportuni-
ties with such big companies as Howard Johnson,
Hot Shoppes, Woolworths, Sears-Roebuck. The U.
S. Bureau of Apprenticeship and Training contracted
with National Institute of Launderers and now can’t
keep up with job market demand’. Service occupa-
tions are 20% higher now than in 1960.”

It is always important for the retarded to receive
a good education, prevocational training, assistance
in job placement and follow up and to provide such
persons equal opportuinties for upgrading in employ-
ment levels as with other persons. One might feel
that a person with average ability or above would be
capable and want to work at a higher level job than
one with lesser ability.

A final word here — Industry can be helpful to
us in the schools by forecasting the types of jobs
more likely to be available 5-10 years from now so
that schools might also retool and redirect prevoca-
tional emphasis in training the retarded.




Chapter 9
LEGAL AND SOCIAL SECURITY PRCVISIONS

As a rule of thumb, it might be said that the laws
which apply to the normal also apply to the mentally
retarded. There are certain provisions of the Social
Security Act of which the parents of the retarded
need to be aware. There is Aid to the Totally Dis-
abled (ATD), for example, which may apply to many
retarded youngsters at age 18. ATD, which is ad-
ministered by local and county office public assist-
ance, offers financial assistance. There are also
certain additional Social Security benefits available
to the retarded. These are secured through the local
Social Security Administration Offices.

The fact that a child is retarded, however does
not necessarily mean that he is automatically “dis-
abled” and eligible for these benefits. The degree
of retardation must be such that the individual is
considered unable to provide for himself economi-
cally.

Aid to the Totally Disabled is available for the
eligible retardate over age 18. This is an assistance
program, eligibility for which is dependent upon
need. Social Security benefits, on the other hand, are
derived from the contributions of the parents, and
are not dependent upon need.

The questions of wills, trusts, liability, etc., gen-

erally require the assistance of an attorney.
Following are some common, practical questions
often asked by parents:

I. Q. Am I liabl: for the wrong doing (torts) of
my retarded child?

A. As with the normal child, the parent must
assume liability for the wrongful acts of a retarded
child. The fact that the child may not be considered
responsible for these acts does not lessen the parents’
liability. A young retarded adult of 21 is, himself
legally responsible for his own acts, though his con-
dition may certainly be used in his defense. In sev-
eral test cases, however, the parents of a 21-year-old
were held liable, because they were aware of the
youth’s behavior, and had not taken precautions to
prevent the act.

II. Q. How should I leave money for my child’s
future?

A. In the case of the retarded, as well as with
the normal, it is most hazardous to assume that prop-
erty will be equitably distributed unless adequate pro-
visions have been made. Legal counsel is usually
advisable.
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A will is an instrument that directly disposes of
property to the designated benecficiary upon the
death of the maker of the will. A trust is a method
of transferring property cither during life (inter vivos)
or upon the death of the maker.

A trust may be set up in any way the person mak-
ing the trust (trustor) wishes. A trust document may
include such things as distribution and investment
of property. Retardates are generally incapable of
handling their financial affairs; therefore, it is de-
sirable that provisions be made for this purpose. A
trust is the usual instrument for doing this.

Money for a retarded child should not be left
directly (willed) to the child, but preferably should
be in a trust situation, with a trustee, legally appoint-
ed, who will handle the financial affairs for the bene-
fit of the retarded beneficiary. Trusts contain
safeguards to protect the interests of the retardate.

Guardianship provisions should be previously dis-
cussed with the prospective guardians.

[iI. Q. Must a retarded child pay inheritance

taxes?

A. Yes, inheritance taxes cannot be avoided.
Proper estate planning, however, can simplify future
problems involving the inheritance of property.

With regard to leaving money to an institution
on behalf of a resident (present or future) child, the
parents should be sure to consult an attorney to best
determine the disposition of property to an institu-
tion. A state institution has the right to charge the
estate of any individual who is receiving direct servi-
ces from the institution. No state institution will re-
lease .a child if private funds become unavailable.
The private institution is another matter. The fees,
usually higher than a state institution, are generally
paid in advance. An attorney, legal advisor, or re-
gional center services counselor should be consulted
in making financial arrangements for future institu-
tionalization.

IV. Q. Are all retarded children eligible for Social
Security benefits?

A. Social Security, unlike ATD, is made up of
actual savings through earnings of the parents, and
are not dependent upon the present financial condi-
tion of the family. Therefore, the retardate is eligible
to receive benefits in keeping with the parents’ earn-
ings under Social Security.




Parents who are or who have been employed by
organizations not covered by Social Security (post
office, railroads, military, statc or government servi-
ces, etc.) should check with their local Social Secur-
ity Administration.

Generally, the retarded child who is considered
disabled may become eligible for Social Security
benefits (for life) when the working parent becomes
eligible for retirement or disability benefits, or should
die. The age of the young retardate does not matter.
The retardate may be very young, or could even be
50 or 60. The key factor is that the retardate’s dis-
ability occurred before he reached age 18.

The amount of these benefits is largely based on
the earnings of the parents. In the event of the fath-
er’s retirement, disability, or death, the child’s moth-
er may also be eligible for monthly payments as long
as the child is in her care, regardless of the age of
the mother or child. (Benefits to the child who is
not disabled will stop at age 18, or may continue
until age 22 if he is attending school full time).
Thus, the life-long benefits to the retardate becomes
a significant factor.

V. Q. How does one make application for Social
Security benefits?

A. If the child is already receiving payments be-
cause of a parent’s retirement, etc., the Social Se-
curity office should be informed about the child’s
disability about 3 -6 months before his 18th birth-
day. If he is found to be disabled, the benefits will
then continue. It is important that this application
be made. Many parents fail to realize that unless
the Social Security office is notified, the payments
will discontinue at age 18. Back payments can be
made only up to 12 months, if application is made
after the child has become eligible. For a new ap-
plication, for those not already receiving benefits, a
similar procedure should be followed. The use of
this money for the benefit of the child is supervised
by the Social Security Administration.

All Social Security offices are easily located
through the telephone directory under “Social Se-
curity Administration.” If necessary, a representa-
tive of the Social Security office can come to the
person’s home (or institution) to help in completing
the application.

VI. Q. Who receives the Social Security checks?

A. If the retarded child is under 18 (or is over
18 but unable to handle his own money), the Social
Security Administration makes the benefit checks

payable to the parents or relatives with whom the

child is living. Frequently, payments are made on be-

half of the child to a legal guardian or representative
of an institution or non-profit agency, which has
been named to handle the funds.

VII. Q. If the child is receiving Social Security

payments, may he also obtain Aid to
Totally Disabled?

A. Social Security payments, not being af-
fected by the family’s financial status, are automati-
cally paid, and are not influenced by ATD or other
outside income. Therefore, the child may receive
both, but the amount of ATD received will depend
upon the family’s economic status. If Social Security
payments are not sufficient for the retardate’s needs,
Aid to Totally Disabled payments may supplement
inadequate social security payments.

VIII. Q. How is the amount of Social Security
benefit determined?

A. Benefits to the disabled child will vary
according to the past earnings of the parent. In com-
puting the amount of the benefits, the earnings of
the parent are averaged. Those parents who aver-
aged higher incomes (up to $7,800 annually) would
receive relatively higher benefits than those who earn-
ed less. The money comes directly from the Social
Security funds, which have been paid in by the
worker and his employer. Social Security was never
intended to take the place of the previous income,
but to aid the worker in his retirement. The amount
of benefits is also based on whether the survivor(s)
have lost their support.

Payments are available if either of the working
parents is over 62 and retired, or if the parent is dis-
abled or deceased.

Parents of retarded children may wish to con-
sider the financial advantages of early retirement by
consulting with their Social Security Administration.
The benefits to parents of retarded children are
often nearly as great as if they were to delay retire-
ment.

IX. Q. What steps would I take to promote legis-
lation regarding retarded children?

A. The local parent group is the best starting
place to promote legislation. They have the ad-
dresses of the regional and state groups. In addition,
you should contact the State Senator and Assembly-
man serving your area. Much of the legislation af-
fecting the mentally retarded has been initiated, and
promoted by the concerted interest and action of
organized parents and professional associations and
by the recognition and acceptance of such group
efforts by our State legislatures.




Chapter 10
COMMUNITY AND ITS RESPONSIBILITIES

As far as it is possible, community scrvices should
be uscd for the mentally retarded. It is important
to the family as well as community that the retarded
be included in community programs.

The health and diagnostic needs of the retarded
should be met by existing community health centers.
Their cducational needs should be provided for by
the public schools, recreational needs should be pro-
vided for by parks and recreation departments of
the community; welfare necds by local departments
of welfare, ctc. Spccialized programs as well as per-
sonncl may be needed within these community re-
sources in ordcer to provide effective services to the
retarded.

Community services to the retarded is based
upon the belicf that all pcople in need of service
should bc provided these services as close to his nor-
mal environment as possible. The needs of the re-
tarded should be met in such a way that his family
and peer ties should not be disrupted. Although
community services should, wherever possible, bc
provided on the local level, the responsibility for
these services should be shared with the state and
to a degree with the federal government.

Community efforts for the retarded are not only
the responsibility of official state agencies suc’ as
the school, hospitals, and welfare organizations but
also of parent groups. The participation of individ-
ual parent leaders within the professional leadership
should be encouraged. As an example the school
personnel should be working with parent groups for
the retarded.

The effective utilization of community resources
at times is a very complex task. The knowledge of
the kind of service needed and the findings of the
agency which has such service available as well as
“knowing the ropes” well enough to avail one’s self
of such service can be overwhelming for the parents
of the retarded. Because of this, many communities
have developed a place which serves as a fixed point
of referral and information which provides on-going
or “life” consultation services to the retarded and
his family.

Perhaps the ‘major breakthrough’ in the care of
the retarded has been in the area of community
services. Much has yet to be done. Retardation re-
quires a lifetime of community care. These services
must be related to the needs of the retarded as he
passes through his various life stages. Some com-

munities provide some of the services, however, the
entire “spectrum” of community services should be
available. In the past few years community services
have been cxamined and the organization of services
at the varicus ages have revealed the existence of gaps
in scrvices. Sometimes a retarded child receives no
scrvices until he enters school and then after eight or
ten years of school he is sent home to remain in a
dcpendent position for the rest of his adult life.

A model for comprehensive lifc services for the
mentally retarded children and adults is presented.*
The scope of services needed may appear overwhelm-
ing but it should be noted that some of the services
nceded by the retarded can, with some exceptions
be provided for in agencies already existing in many
communitics. With somc¢ modifications existing
community agencies can extend their services to the
retarded. Others, of course, will require legislative
action and implementation.

Social Welfare Services —
Financial assistance

Homemaking Services
Home economist consultation
Mothers’ helpers or homemaker service

Placement Service, including adoption service

Community Residential Care
Short term residential care
Foster family care for children and adults
Other specialized residential care pro-
grams

Transportation

Life Counseling for retardates and their fam-

ilies

Community Organization Work
Educational Services —

Day Care Centers

Nursery Schools

Special Classes for the educable mentally re-
tarded

*A Mental Retardation Survey of Los Angeles Coun-
ty. A Report of the Joint Agencies Mental Retarda-

tion Project. Welfare Planning Council of Los An-
geles, California, 1965.




Primary

Flementary

Secondary
Special Classes for the trainable mentallv
retarded.

Elementary

Secondary
Adult Education

Special programs for the mentally retard-
ed included in regular programs.

Clinical Services —
Prevention
Family Planning Clinics
Prenatal Care Clinics
Child Health Conferences

Diagnosis
Casefinding, including Child Health Clinics
and population screening.

Inter-disciplinary Diagnostic Clinics, such
as Child Development Clinics.

Medical, including biochemistry, neuro-
logy, opiithalmology, pediatrics, and
psychiatry.

Psychological.

Social.

Treatment
Medical therapy.
Chemical therapy.
Psychotherapy.

Medical counseling for retardates and
parents.

Psychological counseling for retardates
and parents. -

Casework and groupwork.
Family Service.
Nursing Care.

Amelioration

- Public Health Nursing Supervision
Home training.

Health Education

Recreational Services —

Programs for socially “independent”
retardates

Programs for socially “semi-independent”
retardates

Day camping programs

Overnight Camping programs
Vocational Habilitation and Employment
Services —

Pre-Vocational training

Vocational training

Vocational counseling for retardates and
theii families

Work experience programs
Sheltered Workshop Services

Evaluation workshop

Training workshops.

Continuing employment workshops.
Occupational day care centers.

Employment Placement Service
On-the-job Supervision

Legal Services —

Legal Assistance
Criminal.

Civil.
Conservatorship
Guardianship

Following are some of the questions parents ask
regarding community services:

I. Q. How does a parent find out if a needed serv-
ice is available in the community?

A. Many communities maintain a welfare in-
formation service. This is usually maintained by the
local Community Chest agency. Your request for
information to the Welfare Information Service will
result in a professional social worker referring you
to the most appropriate agency for your problem.
You will find Welfare Information Service listed in
the yellow pages of the telephone book under Social
Service and Welfare. Some agencies are listed in
the appendix.

II. Q. What if a service is not present in the com-
munity?

A. It is most unlikely that existing agencies can-
not provide some portion of needed services. Un-
fortunately, some of these agencies have not pictured
themselves as offering their services to the retarded.
The presentation of your need and those of others
should be made. This can be done as an individual
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as well as with groups of parents with similar needs.
In some cases where the service is not part of the
repertoire of existing agencies, parent groups can set
up demonstration projects or even continue opera-
tion of nceded services. The eventual goal in most
cases should be the absorption of parent projects by
existing agencies.

[MI. Q. What are some ways we can inform the
public about Mental Retardation?

A. There are various means to communicate
and inform people about Mental Retardation.

3]

—

Radio, T.V. presentations

Newspaper articles, columns, magazine arti-
cles, college courses

Public forums, lecture series, benefit affairs

Exhibits of materials produced by the re-
tarded

Competitive sports among the retarded and
publicized

Becoming individually knowledgeable and
answering your neighbor’s questions.




APPENDIX

Los Angeles County public and private agencies
and associations serving the mentally retarded have
increased significantly in number and in services
available. An effort has been made to gather infor-
mation about these sources for service in the hope
they may be of help to the rctarded child and his
family as well as to school personnel and other agen-

cies serving the retarded. The writers make no claim
to a complete listing of such agencies nor does in-
clusion of the private training and workshop facilities
imply endorsement. Central sources have been listed
in most cases where the reader may call to inquire
about branch facilities and services that may be avail-
able closer to their home.

Ry




APPENDIX A
SOME AGENCIES SERVING THE RETARDED AND HIS FAMILY

. Los Angeles County Superintendent of
Schools Office,

155 W. Washington Boulevard,

Los Angeles, Calif. 90015

Tel: 748-6561 Ext. 374.

For information regarding public school classes
for the various types of exceptional children
served by the school districts and county office.

. Regional Center for the Mentally Retarded,
Children’s Hospital,

4650 Sunset Blvd.,

Los Angeles, Calif.

Tel: 663-3341.

Serves as a focal point for information and serv-
ices for families having retarded children. Serv-
ices not denied if unable to pay.

. Mental Retardation Services Board,
1313 W. 8th St,,

Los Angeles, Calif. 90017

Tel: 483-9612.

A board composed of representatives of public
agencies serving the mentally retarded in Los
Angeles County. With its director, attempts
for planning and coordinating such services.
May also provide information and consultation
to parent groups as well as other public and
private agencies.

. Social Security Administration,

Central Office,

419 So. Hill St,,

Los Angeles, Calif.

Tel: 688-3716.

For information and assistance regarding bene-
fits to families of the retarded as well as to the
retarded person himself.

. Los Angeles County Dept. of Public Services,
(DPSS)

4900 Triggs Ave.,

Los Angeles, Calif.

Tel: 268-8281.

Headquarters for information for aid to depend-
ent and totally disabled.

6. Vocational Rehabilitation Division of the State

Dept. of Rehabilitation,
District Office,

107 So. Broadway,

Los Angeles, Calif.
Tel: 620-4370.

Provides complete assessment, training and
placement of the retarded person eligible for
its services. Also offers information and con-
sultation to parent groups planning to establish
a sheltered workshop.

. Los Angeles County Parks and Recreation Dept.

Special Services Section,
155 W. Washington Blvd.,
Los Angeles, Calif. 90015
Tel: 749-6911.

Provides year round recreational programs in
various sections of the county to mentally
retarded children and adolescents. Works closely
with parent groups. Some other recreation de-
partments within the county also provide special
service programs for thie retarded.

. Economic and Youth Opportunity Agencies of

Greater Los Angeles,

314 W. 6th St,,

Los Angeles, Calif. 90014
Tel: 629-5511.

A coordinating agency for information regard-
ing programs of Head Start, Neighborhood
Youth Corps, Jobs Corps, Vista and others.
Also for information on location of Head Start
centers serving mentally retarded preschool age

children.
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APPENDIX B

ORGANIZATIONS OF PARENTS OF MENTALLY
RETARDED CHILDREN IN LOS ANGELES COUNTY

. Exccptional Children’s Foundation,

2225 W. Adams Blvd,,
Los Angcles, Calif.
Tel: 731-6366.

Provides psychological assessment and counsel-
ing center, training ciasses for preschool and
school age pupils, in nine locations with 15
classes. Workshops listed in other section.

. Antelope Valley Association for Retarded Chil-

dren,

1734 E. Ave., H-§,

Lancaster, Calif.

Tel: 942-8195 (area code 805)

Provides training classes for retarded children
not eligible for public school. Called Desert
Haven Training Center at same site.

. San Gabriel Valley Assn. for Retarded Children,

529 So. 2nd St.,
Suite C,

Covina, Calif. 91722
Tel: 332.9517.

Training classes and activity center.

. Ontario Pomona Assn. for Retarded Children,

91630 Monte Vista,
Montclair, Calif.
Tel: (714) 986-4369

Provides training classes and workshop for the
r..tarded.

. Villa Esperanza,

2116 E. Villa,
Pasadena, Calif.
Tel: 449-2919.

Provides training classes and a child develop-
ment center for infants diagnosed or suspected
of mental retardation. Maintains a workshop.

. Intercommunity Exceptional Children’s Home,

2666 Grand Ave,,
Long Beach, Calif. 90815
Tel: 426-1721.

Residential and school facilities for the retarded.
Ages served, 3 to 60.yrs.
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7.

10.

11.

12,

13.

Mid Cities Assn. for Retarded Children,
114 E. Alondra Blvd,,

Compton, Calif. 90220

Tel: 638-4639.

Provides a sheltered workshop for boys 16 yrs.
and over.

Exceptional Children’s Opportunity School,
12204 So. San Pedro St.,

Los Angeles, Calif.

Tel: 756-2566.

For residential and day care of mentally re-
tarded. Training classes available.

Glendale Assn. for Retarded Children,
P.O. Box 467,
Glendale, Calif.
Tel: 244-9412.

Classes for childwen ages 3-16 yrs. Workshop
for those 16 years and over.

Burbank Retarded Children’s Center,
3300 W. Olive St.,

Burbank, Calif.

Tel: 843-4907.

Training classes.

San Fermnando Valley Assn. for Retarded Chil-
dren (New Horizons Center),

15725 Parthenia,

Sepulveda, Calif.

Tel: 8949953,

Training classes.

Los Angeles Retarded Children’s Foundation,
30522 E. 4th St,,

Los Angeles, Calif.

Tel: 268-9477.

SHELTERED WORKSHOP FACILITIES

Foothill Industries Civitan Workshop for the
Handicapped,

130 No. Fair Oaks Ave.,

Pasadena, Calif.

Tel: 449-0218.
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16.

17.

13,

Community Rehabilitation Training Center, -

1030 E. Cypress St.,
West Covina, Calif.
Tel: 3391618,

Lincoln Training Center and Rehabilitation
Workshop,

2527 Lee St..

So. El Monte, Calif. 91733

Tel: 442-0621.

San Gabriel Valley Training Center and Work-
shop for the Handicapped,

10901 E. Bryant Ave,,

El Monte, Calif. 91731

Tel: 448-53172.

Novi Opportunity Center Workshop,
506 No. Victory Blvd,,

Burbank, Caiif.

Tel: 846-5620.

PAR Workshop Central,
1726 W. Pico Blvd.,
Los Angeles, Calif. 90015
Tel: 387-4222.
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19.

20.

21

22,

PAR Workshop, Eastside,
11990 Rivera Rd.,

Santa Fe Springs, Calif. 90670
Tel: 693-8629.

New Horizons Sheltered Workshop,
19731 Bahama St.,

Northridge, Calif.

Tel: 341-7711.

LARC Kkanch
Resident Home For The Mentally Retarded,
29890 Bouquet Canyon Road,

Saugus, California
Tel. (805) 252-8636

Elkhorn Ranch (ECF)

Resident Home for Mentally Retarded,
10067 Escondido Road,

Saugus, Califorria

Tel. (805) 947-5404




APPENDIX C

COMPARISON OF DEVELOPMENTAL
LANDMARKS FOR NORMAL AND
DOWNS SYNDROME CHILDREN*

Partial reproduction of the results of a study of
normal and Downs Syndrome children is intended
to provide the reader with a broader knowledge and
perspective regarding age range expectancies in dc-
velopment of these children. The reader should be
cautioned that the ages shown for each development
are average and may not apply to any particular
child. Where the particular item (smiling, walking,
etc.) has not been achieved by the Downs Syndrome
child much beyond the expected age, the parent
may wish to consult with the family physician or
clinic. It is interesting to note that in early areas
of development, one fourth of the Downs Syndrome
children developed as well as the average normal
child. However, achievement of an item by 90%
or more of the D. S. group was considerably beyond
the average age of the normal child. Self feeding,

Full Tt Provided by ERIC.
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bladder, and bowel control of average Downs Syn-
drome children was achieved about a year later over
average normal children, but here again 259 of the
Downs Syndrome group achieved these tasks at the
same age as the average normal child!

The reader may well speculate on these differ-
ences and similarities and concern themselves with
more effective training programs to help lessen the
diffcrences where possible, between the two groups.

*With grateful appreciation to Dr. Jack Share for
permission to reproduce in part, the results of a re-
search study he conducted at Children’s Hospital,
J.os Angeles, California.
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APPENDIX D
SELECTED READING REFERENCES

Adair, Roas, HHome Care and Feeding of a Mcn-
tally Retarded Child. City Ilcalth Department,
Dallas, Texas. 1960.

Attwell, Arthur A. and Clabby D. Answers to
Questions Parents Ask. P.O. Box 3242 Bur-
bank, California

Chamberlain, Noami H. and Olivia J. Hooker.
A Speech Readiness Guide for Parents. Olney
Books, Rochester, N.Y. 1956

Children’s Bureau Publications. Dcpartiment

Health Education and Welfarc. Washington

D. C. Available from Supcrintendent of Docu-

ments, Washington, D. C. Titles listed below.

a. Families of Mongoloid Children Publication
No. 43, 1956 10¢

b. The Family of the Child in an Institution.
Laura Dittman 1962

c. The Child Who is Mentally Retarded, Publi-
cation No. 43, 1956 10¢

d. The Mentally Retarded Child at Home, Pub-
lication No. 374, 1959 35¢

e. The Nurse in Home Training Programs for
the Retarded Child by Laura Dittman, 1961

f. Selected Reading Suggestions for Parents of
Mentally Retarded Children, Revised 1963
Free

Ecob, Katherine G., Deciding What is Best
for Your Retarded Child. New York. New
York Society for Menta! Health 1955.

English M.D., O. Spurgeon and Constance ].
Foster, Fathers Are Parents Too. G. P. Put-
nam’s Sons, New York 1951.

Epilepsy Foundation of America, 1419 H. St.

N. W., Washington, D. C.

a. Epilepsy — Answers to Some of the Most
Frequently Asked Questions.

b. A Patients Guide to the Electro enccphalo-
gram

Fils, David 1. and Arihur A. Attwell, Develop-
mental Characteristics of Trainable Children.
Los Angeles County Superintendent of Schools
Office, Division of Special Education. Los
Angeles California 1966.

Fils, David H. “Analysis of Data for Diagnosis
of Mental Retardation,” Training School Bul-
letin, Vol. 52, No. 9, Jan. 1956, Vineland, New
Jersey or L. A. County School office.

Gant, Sophie, The Progress of a Mongoloid

11.

12.

13.

14.

15.

16.

17.

18.

19.
20.
21.

24.
25.
26.

Child. New York Pagcant 1957.

Hartley, Ruth I.; Lawrence K. Frank and
Robert M. Goldenson, Understanding Chil-
dren’s Play. Columbia University Press, New
York 1952,

Ilymes, James L., Effective Ilome School Re-
lations. Prentice Ilall, New York 1953.

Kirk, Samuel A., Merle B. Karncs and Wini-
fred D. Kirk. You and Your Rctarded Child.
New York, MacMillan Co. 1957.

Locwy, Herta. The Retarded Child. A Guide
for Parents and Teachers. Philosophical Li-
brary, New York 1951.

McGlone, Roy. Ilelpful Ilints for Handicaps.
A Manual for ITome Teaching of the Mentally
Retarded Child. Laradon 1lall, Publishers,
Denver, Colorado.

Minnesota Department of Public Welfare. Now
They Are Grown; Ilclp for Parents of Teen-
agers and Young Adult Trainable Retarded.
The Decpartment. St. Paul, Minncsota 1959.
Murray, Mrs. Max A. “Needs of Parents of
Mentally Retarded Children.” Am.J’l Mental
Deficiency, Vol. 63, No. 6, May 1959
National Association for Rctarded Children.
Publications List. Frce. 420 Lexington Avenue,
New York, New York 10017.

Neisser, Edith G. Brothers and Sisters. Harper
and Bros., New York, 1951,

Patri, Angelo. How to Help Your Child Grow
Up. Rand McNally, Chicago, ill. 1948.
Pollock, Morris P. “New Hope For The Re-
tarded; Enriching the Lives of Exceptional
Children.” Porter Sargent, Boston, Mass. 1953

. Rogers, Dale . Angel Unaware. Revell Pub-

lishers, New York 1953.

. Social Security Administration, Department of

Health, Education and Woclfarc, Washington,
D.C. 20402. Titles Below:

a. Your Social Security. No. SS1-35. Free.
b. Social Security — “What it Means to You.”

SS1-29. Free.

Stout, Lucille. “I Reclaimed My Child.” Chil-
ton Publishers, Philadelphia, Pennsylvania 1959.
Wallace, Edythe T. “Pointers For Parents.”
Crosby Publishers, Oklahoma City, Okla. 1946.
Wolf, Anna W. M. Parents Manual. “Guide

to the Emotional Development of Young
Children.” Simon and Shuster, N. Y. 1941
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The chart and illustration in Appendix E and F have been reproduced with
the permission and courtesy of the California Dairy Council and the National
Dairy Council.
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APPENDIX F

A Guide to Good Eating

Use Daily:

3 or more glasses milk — Children
smaller glasses for some children under 8

4 or more glasses — Teen-agers
2 or more glasses — Adulits

Cheese, ice cream and other milk-
made foods can supply part of the milk

2 or more servings

Meats, fish, poultry, eggs, or
cheese— with dry beans,
peas, nuts as alternates

4 or more servings

Vegetab.les lncI:IIude dark grrer.l or
and Fruits 5o matoes

4 or more servings

Enriched or whole grain
Added milk improves
nutritional values

Breads and
Cereals




